To define the nature and impact of urinary symptoms experienced by patients in receipt of community nursing services.
What is already known about this topic?
• Urinary incontinence and related lower urinary tract symptoms represent a major public health concern.
• Nurses have played a pivotal role in the development and delivery of continence services yet little is known about the nature and impact of urinary symptoms experienced by those receiving community nursing services.
What this paper adds
• Community nurses' median caseload size was 109 patients, of which a median of 42 (38.5%) patients were identified with urinary incontinence.
• Many people living in the community in receipt of community nursing services experience two or more associated urinary symptoms which, in the majority, have a significant impact on many aspects of quality of life.
• Contrary to popular assumptions, most older patients in our study were not satisfied to "put up" with their urinary symptoms yet the findings suggested that professional help appears principally one of containment.
• Current reforms in the UK (such as practice-based commissioning) and other western health systems provide prime opportunities to transform continence services to better meet the needs of all people who need them.
INTRODUCTION
It is recognised internationally that urinary incontinence (UI) and other lower urinary tract symptoms are common and represent a major public health concern (McGrother et al 2004, Hunskaar et al, 2004 , Roberts et al, 1998 . Recent research has suggested that approximately 30% of individuals aged 40 years and older living in the community in the UK have some form of clinically significant urinary symptoms (McGrother et al 2004 , Perry et al, 2000 .
The prevalence of UI, defined as incontinent several times a month or more often, is estimated to be 14.9% (McGrother et al, 2004) . Broadly similar levels of UI have been reported in Europe (Hunskaar et al, 2004 , Malmsten et al 1997 and USA (Melville et al, 2005) .
UI occurs more often in women, increases in both prevalence and severity with age (Melville et al, 2005 , McGrother et al, 2004 , Cheater and Castleden 2000 , Perry et al 2000 , Hunskaar et al, 2000 and is associated with decreased quality of life (Fultz et al, 2005 , Perry et al, 2000 , Roberts et al, 1998 . The annual costs of UI to the National Health Service (NHS) have been estimated to be in the region of £536 million ($945 million) at 1999/2000 prices (Turner et al, 2004) .
Across diverse western health care systems, nurses have played a pivotal role in the development and delivery of continence services (Milne et al, 2003) . In the UK, providing care for people with UI constitutes a large part of the workload of community nurses (Audit Commission, 1999, Olver and Buckingham, 1997) , namely district nurses and specialist health visitors (referred to as nurses in the remainder of the paper). Depending on how services are organised locally, patients with UI are referred to nurses by general practitioners and specialist nurses/continence advisors for first line and/or follow-up continence assessment and management. Secondary care doctors and nurses may also refer patients to the community nursing team for continence care in preparation for discharge. Where nurse-led community continence clinics exist, patients may also self refer. Yet in spite of the significant role community nurses play in delivering continence care, rigorous data defining the nature and impact of UI for patients in receipt of nursing services are lacking.
THE STUDY

Aim
The results presented in this paper define the nature and impact of urinary symptoms experienced by patients in receipt of community nursing services.
Design
The data reported here form part of a multi-centre randomised controlled trial evaluating two different approaches to improving continence care delivered by community nurses reported elsewhere (X et al). As part of the study, patients completed postal baseline and follow up UI symptoms questionnaires. In this paper we present and discuss the baseline questionnaire results on the nature and impact of UI reported by patients, all of whom were in receipt of community nursing services for the condition.
Participants
Thirteen NHS community providers serving populations ranging from 145,000 to 650,000 covering a mix of inner city/urban, suburban and rural localities in the English counties of East Anglia, East Midlands and West Midlands participated in the study. Study information and invitation letters were sent to all community nurses identified by personnel departments 7 in each provider. Nurses were responsible for identifying all eligible patients on their caseloads and obtaining consent; new patients with UI referred to them during a six-week period as well as existing patients due for a six-month continence review were approached (all providers had a policy of bi-annual review). Eligible patients were required to be i) ≥ 16 years; ii) incontinent of urine; and iii) competent to complete a postal questionnaire or provide consent for a carer to do so on their behalf. Patients with permanent indwelling urethral or supra-pubic urinary catheters were excluded.
From the 13 community providers, 270 (29.8%) nurses initially approached agreed to participate. Nurses completed a brief postal questionnaire eliciting background details about themselves and their caseload. The median caseload size was 109 patients, of which a median of 42 (38.5%) patients were identified with UI at the time of the study. Nurses reported a median of 2.5 new patient referrals for UI per month.
Of the initial 270 nurse participants, 18 subsequently withdrew (reasons e.g. left post, long term sick leave) and a further 76 failed to recruit any patients and were withdrawn, leaving 176 nurses attached to 157 GP practices in the study. Of a median of 9 (1-26) patients on nurses' caseloads who met the study inclusion criteria (described above), a median of 6 (1-22) patients consented. A total of 1,078 patients with UI (average of 6.9 patients per practice) identified by nurses, consented to participate.
The UI status of 1,020 (94.6%) of the 1078 participating patients was confirmed by an independent review of the nursing records at baseline. The records were missing for 58 patients and their UI symptoms were verified through discussions with the relevant nurses and/or checking provider documentation relating to delivery of continence products.
Methods
The nature and impact of UI symptoms experienced by patients was assessed by using the validated, interviewer-administered Leicestershire urinary symptoms questionnaire (LUSQ) (Shaw et al, 2002 , Shaw et al 2004 , developed as part of the Leicestershire Medical Research Council (MRC) Incontinence Study. We modified the LUSQ for self-completion in a postal questionnaire. Our target sample was older and frailer than the population based sample in which the LUSQ was used originally, so to reduce respondent burden we omitted a number of questions that were not directly relevant, and adapted several remaining questions for completion in the absence of an interviewer The modified questionnaire included 25 questions and the content covered urinary symptoms in the previous month, the impact of symptoms on dimensions of quality of life, help with coping, the use of continence products and health service resources (e.g. clinic/hospital visits) and demographic information. Most questions were fixed response format, with space for additional free text answers where appropriate. Symptom definitions (figure 1) adhered to the International Continence Society (ICS) standardization of lower urinary tract function at the time the study was undertaken . Urinary incontinence was defined as "leaking urine when you don't mean to". The volume of urine loss was expressed in terms of "almost dry", "damp", "wet" (pad or underclothing wet) and "soaked" (pad saturated or outer clothing wet) which was found to be a better predictor of volume loss in English speaking people than other scales (Shaw et al, 2002 , Sandvick et al 1993 .
The modified questionnaire was piloted in a sample of 70 patients attending a nurse-led community continence clinic and was found to be acceptable, feasible for self completion and demonstrated good levels of face and content validity and internal consistency. In the main study, questionnaires with a covering letter and a reply-paid envelope were sent to patients' homes or in the case of a minority of patients, to the nursing or residential home in which they resided. Non-responders received reminders three weeks after the initial mailing with second reminders three to four weeks later.
FIG. 1
Ethical Considerations
The Multi-centre Research Ethics Committee (Cardiff, Wales) and Local Research Ethics Committees for each of the study sites approved the study. Potential participants were given oral and written information about the study. Written patient consent was obtained before participation in the study.
ANALYSIS
All data were entered into an SPSS (version 10) data base. Data were analysed using basic descriptive statistics (frequencies and percentages). Data were also analysed to assess for any gender differences. As the date were clustered (number of patients were assigned to each nurse) standard techniques such as Mann Whitney U or X 2 tests were not used as these tests assume the data are independent. Instead gender differences were analysed by fitting multilevel models (what ? and ref? ). The 5% significance level was used throughout.
The severity of UI was described in terms of frequency and volume of leakage as recommended by the ICS using the Sandvick index (Sandvick et al, 1993) .
RESULTS
Of the 1,078 baseline questionnaires administered, 886 (82.2%) completed forms were returned after the first mailing and a further 113 on the second/third mailings reflecting a total response rate of 92.7%. The sample comprised 768 women and 188 men with a median age of 79.0 years (Table 1) . Information on gender was missing for a further 43 respondents. Thus the results are presented for the total sample (n=999) and for the 768 female and 188 male respondents for whom gender was known.
TABLE 1
The majority of respondents rated their health as either fair or poor (Table 1 ) and 31.7%
reported they needed help with completing the questionnaire. Twelve (1.1%) patients lived in nursing home facilities and the remainder lived in their own home.
Duration and nature of symptoms
The distribution of responses for urinary symptoms experienced in the previous month is shown for the whole sample and by gender in Table 2 . Most respondents reported having UI between one and five years duration, with women significantly more likely than men to have had long standing (> 5 years) symptoms (p=0.009) ( Table 2) .
TABLE 2
Using the Sandvick index (Sandvick et al, 1993) more than half of the men and women reported severe day-time and night time UI (Table 2) . Over half the sample reported experiencing episodes of UI continuously or several times a day during the last month and the frequency of leakage was similar between men (63.4%) and women (64.1%). A similar proportion of the sample reported the volume of leakage equating to being "soaked" and "wet" in the previous month, with significantly fewer women than men reporting minimal leakage (damp: 25.8% vs 30.8%, almost dry: 3.6% vs 5.8%, p=0.001) ( Table 2) .
Women were significantly more likely than men to report symptoms of stress UI (71.7% and 46.8% respectively; p=<0.001) and symptoms of urge UI (86.3% vs. 74.8% respectively; p=0.01) ( Table 2 ). Approximately half of the men and women reported leaking urine without realising or feeling it happening in the previous month. Half of the men and two thirds of the women also experienced UI as a result of difficulty getting to, or getting on or off, a toilet or commode ("functional" UI); with significantly more women experiencing this type of urine loss (p=0.014). Approximately 10% of men and women reported the need to go to the toilet during the day on a half hourly basis while men were significantly more likely than women to report getting up three or more times a night to pass urine during the previous month (53.6% vs. 37.0% respectively; p=0.016) ( Table 2) .
Impact of urinary symptoms on dimensions of quality of life
The distribution of responses for the impact of urinary symptoms on aspects of quality of life for the whole sample and by gender is shown in Table 3 . There was no gender differences on any of the dimensions of quality of life measured. Ninety percent of the sample found their symptoms bothersome to some degree with 43.8% of men and 46.9% of women reporting their symptoms bothered them "a lot". About three quarters of the respondents experienced some degree of physical discomfort associated with UI, with about a quarter of men and women reporting "a lot" of discomfort. A third of male and female respondents found their symptoms interfered "a lot" with their daily activities while just under a quarter, of men and women reported that their ability to participate in social activities was affected. Eighteen point two percent of women and 22.4% of men also reported that their symptoms affected their relationships with other people "a lot", while urinary symptoms affected the quality of sleep "a lot" for over a third of men and women. Urinary symptoms also resulted in "a lot" of personal upset or distress for a third of women and just under a quarter of men. When asked how they would feel if they were to spend the rest of their life with their urinary symptoms over half of the female respondents and 41.4% of the male respondents reported they would feel very dissatisfied.
TABLE 3
Help-seeking and Sources of Support for coping with UI symptoms
In the previous six months 42 (22.3%) male and 120 (15.6%) female respondents had visited a hospital or clinic for investigations for their urinary symptoms while 11 (5.9%) men and 28 (3.6%) women had been admitted to hospital for treatment of UI.
Eighty-eight percent of the whole sample (83.5% men and 93.7% women) had used absorbent products to manage their UI in the previous month and in the majority (80.0%) continence aids were supplied and paid for by NHS/social services. Eighty-seven (8.7%) respondents paid for UI products themselves. Men were significantly more likely than women to report receiving "a lot" of help coping with their UI symptoms from their partner (52.4% vs. 20.5% respectively; p<0.001) (Table 4 ) although more than twice as many women (44%) as men (15%) were living alone (Table 1) . identified the nurse and just under a half (46.3% men and 41.6% women) identified the doctor as helping them "a lot" to cope with their UI symptoms.
About a third of the whole sample had been in contact with the specialist nurse/continence advisor; of those who had been in contact, 58.6% men and 52.4% women reported receiving "a lot" of help coping with their UI symptoms.
Limitations
The interpretation of the results needs to take account of several potential limitations. We achieved a response rate of 93% from a patient sample with a median age of 79 years. This compares favourably with a 70% response rate achieved in an epidemiological community survey of symptomatic and non-symptomatic adults 40 years or over, employing the same urinary symptoms questionnaire (Perry et al, 2000) . However, our sample was selective as patients were already known to have UI, were required to meet our study criteria and, to comply with the 1998 Data Protection Act, were recruited by nurses. Of the 906 nurses invited to participate, 270 (29.8%) agreed to participate, 6.6% subsequently withdrew and a further 28% failed to recruit any patients (main reason given was lack of time) leaving 176 nurses in the trial. This potential selection bias is well recognised and is an inevitable consequence of voluntary participation in studies (Wilson et al, 2000) .
Although independent checks verified the UI status of participants, we are less certain about the extent to which all eligible patients were approached. Although approximately two thirds of the eligible patients approached consented to participate, the extent to which nurses approached all patients on their caseloads who met the study criteria is unclear. Although some inter-nurse variability regarding patient recruitment can be attributed to differences in the prevalence of patients with UI on caseloads, it is also likely to be attributable to selection bias. Potential sampling bias may have been minimal though, as trends in the data on the nature and impact of UI can be extrapolated broadly to the results obtained in several community based prevalence studies of UI symptoms (McGrother et al, 2004 , Perry et al, 2000 , Swithinbank and Abrams 2000 , Malmstem et al 1997 , Thomas et al 1980 . The age/sex profile of the patient sample was also broadly representative of community nurse caseloads nationally (Olver and Buckingham, 1997) and also reflects the fact that in comparison to men, women are more likely to experience UI (McGrother et al, 2004 , Cheater and Castleden, 2000 , Hunskaar et al, 2000 . Most respondents assessed their health as fair or poor, and about a third required help with completing the questionnaire, findings that are likely to reflect the presence of co-existing chronic illness or disability that is common in a predominantly older, referred primary care population (Hunskaar et al, 1996) .
Although patients were recruited from a diverse range of sites our sample was predominantly white with few patients from black or Asian ethnic minorities. Patients unable to read and write were also excluded if a carer was not available to complete the questionnaire on their behalf. The information sought relied on self report, which may have led to over-/underreporting of symptoms. This potential source of bias may have been negligible, however, as the LUSQ has been validated against objective criteria in the UK (Shaw et al 2002 , Shaw et al 2004 . The reason for the high level of missing data for the question on the impact of UI symptoms on relationships with other people is unclear. Most missing data to questions on impact on quality of life were from participants who relied on a carer to complete the questionnaire. In such cases, carers often recorded that they felt unable to answer such questions. If the LUSQ is to be administered as a postal survey in future studies, we recommend further piloting of the questions relating to dimensions of quality of life in circumstances where patients are unable to complete the questionnaire independently.
DISCUSSION
These findings define the nature and impact of UI symptoms experienced by patients in receipt of community nursing services in 13 NHS community providers in England. To our knowledge no comparable published data exist.
Our findings suggest that an average community nurse case load will comprise approximately a third of patients with UI, and of these patients, between one and two thirds will experience two or more associated urinary symptoms (e.g. nocturia, frequency, pain). From a work load perspective, this is likely to be an under estimate as we excluded patients with indwelling urethral and supra-pubic urinary catheters. Applying the same definitions for clinically significant thresholds for urinary symptoms used by McGrother et al (2004) , we found that during the previous month over half of the patients identified with UI on nurses' caseloads experienced leakage (equating to being "soaked" or "wet") on a daily basis, the majority experienced symptoms of nocturia (≥ 2 times a night or more often) and urge UI (strong desire to pass urine and leaking before reaching the toilet) and a third of men and women experienced frequency on an hourly basis or more often. Significantly more women than men reported symptoms of urge, stress and functional UI. Although the majority of men and women experienced nocturia, the symptom was more severe in men and likely to be associated with benign prostatic hyperplasia, a common condition in older men (Hollander and Diokno, 1996) .
Almost half of the males in our sample reported leakage of urine during the last month when laughing, coughing, sneezing or exercising. Urodynamic investigations have shown that coughing and sneezing may provoke involuntary detrusor contractions (urge UI) (Moller et al, 2000) which may explain the large proportion of men who reported loss of urine on exertion.
The co-existence of obstructive and irritative symptoms (urgency and urge UI) associated with benign prostatic hyperplasia is common (Hollander and Diokno 1996) . Symptoms of urge and urge UI are common in older people (Hunskaar et al 2000 , Cheater and Castleden 2000 , 0'Dowd 1993 though data on the expected proportions of different types of UI in women and men are lacking (Hunskaar et al, 2000) . Most women in our sample reported a profile of "mixed" UI symptoms (urge UI and stress UI) that is common in older females experiencing urinary symptoms (Thom 1998 , McDowell et al, 1996 .
The nature of the symptoms reported by patients in our study is based on a selected sample Incidence rates for UI increase with age (Melville et al, 2005 , McGrother et al, 2004 , Cheater and Castleden 2000 and remission rates are notably higher in men than women (McGrother et al, 2004) . This may partially explain why more women experienced UI symptoms for significantly longer (> five years) than men in our study. There is also some evidence that men seek health care for their urinary symptoms earlier than women, possibly because they may possess less knowledge about ways to self-manage symptoms, for example, through using absorbent incontinence products (Teunissen and Largo-Janssen 2004, Roberts et al, 1998) .
Measurement of the frequency and severity of symptoms is limited without also establishing impact on quality of life . The severity and impact ("bothersomeness") of urinary symptoms are key factors influencing whether or not professional help is sought (McGrother et al 2004 , Roberts et al, 1998 , Roe et al, 1999 . Most respondents in our sample reported finding their symptoms bothersome to some degree, supporting the results of other studies that have shown that the most bothersome symptoms are predominantly associated with storage, including UI (McGrother et al, 2004 , Peters et al 1997 . The dimensions of quality of life asked about related to physical discomfort, interference with daily activities, impact on social life and relationships, effect on quality of sleep and emotional responses to UI symptoms. Taking into account the high proportion of missing data for some quality of life related questions, UI symptoms had an impact on some dimension of quality of life in the majority of respondents.
It is concerning that physical discomfort was experienced to some degree by most respondents. Older people are particularly vulnerable to the damaging effects of urine in contact with the skin which may cause dermatitis, infection and skin breakdown, particularly for those patients with heavy leakage who wear absorbent products (Ersser et al, 2005 , Fantl et al, 1996 , as was the case for most participants in our study. The extent to which nurses were aware of patients' discomfort is unclear, though recently it has been suggested that nurses may be neglecting routine skin care (Ersser et al, 2005) Individuals' coping responses to living with UI may include changing daily routines, avoiding going out or contact with others as well as avoidance of outside leisure pursuits , Shaw 2001 . There is little doubt that urinary symptoms had affected adversely, to some degree, most participants' ability to engage in domestic, personal and social activities.
Twice as many men as women reported receiving "a lot" of help with their UI symptoms from their partner, although almost three times more women than men were living alone. Living with a partner may offer emotional or practical support in the management of the condition, or in seeking services, but similarly, there is evidence that the spouse's UI symptoms may adversely affect the carer's quality of life .
Participants were not asked which urinary symptoms bothered them the most but evidence from other studies suggests that the most bothersome symptoms are those that are most disruptive of everyday life (frequency, nocturia) or cause social embarrassment (e.g. urge UI) (Massolt et al, 2004 , Teunissen and Largo-Janssen, 2004 , Engstrom et al, 2004 . Nocturia has been shown to have a negative impact on quality of life in both men (Peters et al 1997) and
women (Massolt et al, 2004 , Wagg 2004 , Swithinbank et al 1999 and is associated with poor sleep quality, day time sleepiness (Aspland and Asberg 1992) and falls (Stewart et al 1992) .Sleep disruption was a significant issue for both men and women, most of whom experienced clinically significant nocturia (the need to get up at night to pass urine ≥2 times) and more than a third of women and over half of the men reporting the need to get up three or more times a night to pass urine. These findings reinforce the importance of enquiring routinely about sleep quality, as part of a comprehensive continence assessment.
Not all people with UI, however, find their symptoms bothersome or socially disabling (Perry et al, 2000) . There is also evidence that older people may have low expectations of services or assume that UI is an evitable result of ageing ) and consequently, do not seek professional help. Further, the widely held view that UI is a common consequence of childbirth had led to a tendency to "normalize" the condition in women (Umlauf et al, 1996) . In contrast, our findings suggested that many participants already in receipt of health services for their condition were not prepared to tolerate their symptoms in the future, even though most had experienced UI for longer than 12 months.
Although about two thirds and almost half of the sample respectively, reported they had received "a lot" of help coping with their urinary symptoms from the nurse and the doctor, their level of satisfaction with either their treatment or the outcomes of care is unclear. Most participants were using absorbent continence products to manage UI, supplied through their local community provider. Further, in the same study a baseline review of the nursing records reported elsewhere (X et al, in press), found that many of the participants had not had a comprehensive UI assessment and apart from continence products, such as absorbent pads, had rarely been offered targeted interventions such as life style advice, behavioural strategies, modification of fluid regimens and medication. In spite of evidence that UI symptoms are treatable or can be ameliorated to improve quality of life in many older people (Byles et al, 2005 , Borrie et al 2002 , Williams et al 2000 , O'Brien et al, 1991 our findings suggest that the professional help many participants received reflected a policy of containment rather than active management. Similar concerns about the quality of continence care for older people 20 have been highlighted elsewhere in the UK (Wagg et al, 2005) and in other developed countries such as the USA (Gnanadesigan et al, 2004 , Watson et al, 2003 , Brandeis et al, 1997 Canada (Milne and Moore, 2003) and Australia (St. John et al, 2002) . Furthermore, a recent review of continence services world-wide, including the UK, has concluded that current models of provision are inconsistent and not adequately meeting the needs of service users (Milne and Moore, 2003) .
Older people with UI in receipt of community nursing services often have complex health needs, including continence care, which may consume considerable nursing resources in terms of number of contacts and proportion of time spent with patients (Olver and Buckingham, 1997) . The increase in the complexity and demands of community nursing workloads, and associated stressors, as a consequence of acute sector changes in the last 10-15 years are well recognised in the UK (Rout 2000) , Australia (Kemp et al, 2005) and the USA (Cashman et al, 2001) . Expanding work load in the absence of equivalent resources create situations in which health professionals may have to make choices about what to do within the time available (Groenewegan and Hutten, 1995) . There was evidence to suggest that nurses in our study had to make such decisions, for example, many cited insufficient time to complete a comprehensive continence assessment as one of the most common barriers to providing optimum care (reported elsewhere, X et al, in press). Similar findings have been reported elsewhere (Abbott and Hotchkiss, 2001) . If people with UI are to receive the standards of continence care identified in the UK National Service Framework for Older People (Department of Health, 2001) and national/international guidelines (Vikrup et al, 2004 , SIGN, 2004 , Fantl et al, 1996 community providers need to institute regular case mix assessment of nurse caseloads and ensure teams reflect the necessary skill mix.
CONCLUSION
The prevalence of urinary incontinence in the next two or three decades will increase as a consequence of the ageing demographic profile in the UK and other developed countries.
Although many people with UI may not consider their symptoms bothersome, a significant proportion will seek professional help to treat or ameliorate their symptoms and improve their quality of life. Nurses will undoubtedly continue to have a major role in the promotion of continence but current models of service provision may be failing those who are most in need of such care. This may be partly the consequence of western health care reforms and policies to relocate many acute health care services to the community resulting in greater and more complex work loads for nurses working in the community. Current reforms in the UK (such as practice-based commissioning) and other western health systems provide prime opportunities to transform continence services to better meet the needs of all people who need them.
Figure 1: Symptom definitions*
• Stress Urinary Incontinence In the last month has any urine leaked when you laugh, cough, sneeze or exercise?
• Urge Urinary Incontinence In the last month have you felt such a strong desire to pass urine that you leaked before reaching the toilet?
• Voiding disorder In the last month have you leaked urine without feeling it happening or realising?
• "Functional" UI In the last month have you leaked urine because you had difficulty getting to, or getting on or off, a toilet or commode?
• Nocturia How often do you feel the need to get up at night to pass urine usually? 3 or more times a night Twice a night Once a night Not Usually
In the last month have you leaked urine when you did not mean to during the day (this means anything from a few drops to a flood)? Continuously Several times a day (more than once or twice) 1 or 2 times a day Several times a week (more than once or twice) 1 or 2 times a week Several times in the last month (more than once or twice) 1 or 2 times in the last month Not incontinent in the last month *(Based on ICS Symptom definitions, 
